Dementia is usually diagnosed in later life but can occur in younger people. The experiences of those with older-onset dementia are relatively well understood but little is known about the experiences of those with young-onset dementia (aged less than 65 years).
Articles coming close to inclusion but excluded . 
Background
Although dementia mostly affects older people, it can occur in younger people aged 65 years or less where it is variously known as young-onset dementia [1] , early-onset dementia [2] or workingage dementia [3] .
Young-onset dementia (YOD) is relatively rare. Estimates of prevalence vary but a recent review reported that registry based studies suggest the prevalence of dementia in people aged between 45 and 64 years old lies between 81 and 113 per 100,000 [4] . However, this may be an underestimate because of unexpected timing and relative rarity of YOD [5] . As a result for many people diagnosis may come comparatively late in the disease's progression [6] . Indeed, it is thought that, on average, it takes over one and a half years longer to be diagnosed for people with YOD compared with people with later onset dementia [7, 8] . Furthermore, misdiagnosis is not unusual, resulting in further delays in diagnosis [9] with subsequent delays in receiving appropriate support.
The three most common types of YOD are Alzheimer's disease, vascular dementia and frontotemporal dementia (FTD) [10] . Compared to those with later onset dementia, FTD is more common in younger people [11] . Early on, FTD may involve personality changes, challenging behaviour and reduced motivation [12] . Such changes in the person with dementia can be particularly difficult both for those living with the condition and those supporting them [13] .
The challenges for unpaid carers of someone with dementia are well documented [14] but arguably the situations of those caring for someone with YOD are particularly difficult because of its timing. For example, most people with later onset dementia have already retired and any children are likely to be grown up, whilst those with YOD are more likely to have relatively young children posing particular challenges for the entire family [15] . In addition, the age of people with YOD means that the symptoms of dementia may lead to loss of employment [2, 16] . The implications of unemployment are manifold and include financial, psychological and social consequences, such as changed or difficult family relationships, poor self-esteem and reduced sense of competency and purpose [2, [16] [17] [18] .
Recognition of the challenges faced by those with dementia in general and their families [19] and more specifically YOD has led to the development of support services including education, support groups and counselling [17, 20, 21] . A recent review focussing on interventions for younger people with dementia and their carers highlighted the value of purposeful activity (often employment based) for both people with YOD and their carers [22] . Benefits included enhanced self-esteem, sense of purpose and increased social contact.
However, although there is a considerable body of synthesised literature exploring the needs and experiences of both people with dementia in general [23] and their family carers [14] , there appears to be no systematic synthesis of the literature exploring the experiences of people with YOD.
This review therefore aimed to synthesise and evaluate qualitative literature relating specifically to the experiences of people with YOD. The primary research question was: What are the experiences of people diagnosed with YOD?
Review methodology
There are now several well recognised approaches for conducting systematic reviews of qualitative literature. Meta-ethnography [24] , a form of interpretative synthesis, is one of the earliest methods and is a well-accepted form of qualitative review [25, 26] . It was selected here for several reasons but primarily because it integrates concepts, goes beyond simply summarising data and is intended to develop further concepts and theories. It requires both induction and interpretation and makes explicit direct comparisons between studies and 'translates' concepts across the selected studies [27] . Furthermore, it has been used in syntheses of health research looking at a variety of issues ranging from, for example, medication taking [26] and the experiences of family carers of people with stroke [28] .
Methods
The review followed the Centre of Reviews and Dissemination (CRD) guidelines [29] and was reported using the Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA) guidelines [30] . Following duplicate removal, all titles and abstracts were screened. Full texts were sourced for all articles fitting the inclusion criteria. This process was conducted by both authors and where disagreements occurred, consensus was achieved by discussion. The example search strategy used in Medline is available in Table 1 . Similar search strategies were developed according to specific database requirements and consisted of both MeSH terms and key words. Key words and combinations were the same throughout the database searching.
Other sources searched
Dementia: The International Journal of Social Research and Practice was hand searched for potentially relevant articles as many articles were identified from this journal during electronic searches. Reference searching of both relevant systematic reviews retrieved from electronic searches and included articles was also conducted.
Data extraction and management
A standardised data extraction form was developed and data were extracted from all included articles independently by both authors. Data extracted included, for example: author details, year of publication, participant demographics, sample size and the main themes identified by the study authors.
Quality assessment
Quality assessment was conducted independently by the authors using the rating scale developed by Greenwood et al. [31] The scale consists of 11 questions with 'yes' or 'no' answers. The maximum score possible is 11. Included articles were independently scored with disagreements resolved by discussion. Studies were not excluded based on quality scores but this assessment process enhanced study interrogation. Data were synthesised using the meta-ethnographic approach developed by Noblit and Hare [24] . Both reviewers were involved in all stages of the analysis. An overview of the process is available in Box 1.
Electronic searches identified 1125 articles (with 122 duplicates). Twenty-four full-texts were retrieved from the remaining 1003 and six were included in the data synthesis [2, [16] [17] [18] 20, 32] . Hand searching reference lists of six relevant systematic reviews identified from the electronic searches revealed 13 articles for scrutiny. After reviewing their abstracts, three full-texts were retrieved with one fitting the inclusion criteria [34] . Further hand searching in Dementia: The International Journal of Social Research and Practiceidentified six articles which fitted the inclusion criteria of which one was included in the synthesis [33] . Finally, hand searching the reference lists of the eight included articles produced a potential further 11 articles. After this screening, three full-text articles were retrieved and scrutinised but excluded.
Thus from 36 full-text articles retrieved, eight were included in the final synthesis. A full breakdown of the process of retrieving articles with reasons for their exclusion is available in Fig. 1. 
Articles coming close to inclusion but excluded
Four articles were deemed to come close to inclusion by the researchers but were excluded because they contained insufficient data from people with YOD [35] [36] [37] [38] .
Study and participant characteristics
Study publication dates spanned more than a decade dating from 2004 to 2015 but with most published since 2011. All were from Western countries, with half from the United Kingdom (UK) [17, 18, 20, 33] . All were cross-sectional and the majority used purposive sampling. Participants were recruited from both statutory and voluntary sector services and most people were interviewed at home or in services such as day centres. Data were collected using face-to-face semi-structured in-depth interviews with research focussing on investigating participants' experiences of living with YOD, although two also specifically looked at perceptions of services. There was a total of 87 participants. Samples sizes ranged from five to 23 with a mean average of 12.4 participants (median nine). There were more male (51) than female (36) participants and most were in their fifties or sixties. Ethnicity was infrequently reported but in the two studies providing this information [17, 32] white participants were predominant. The type of YOD was also not from all sources always reported but where it was, Alzheimer's disease (39 participants) and FTD dementia (6 participants) were most common. Most studies reported place of residence and the vast majority of participants were living at home, mostly with other people. Two studies described the sample as coming from a mixture of urban and rural environments [17, 20] and one as urban [33] . The remaining studies did not mention this. Employment status was rarely reported but where it was, most participants were not working.
In some cases, data analysis was framed by theoretical approaches such as interpretative phenomenological analysis (IPA) and grounded theory [2, 18, 20, 32, 33, 43] , whereas other authors used framework or thematic analysis [16, 17] . Full details of study characteristics and participants are available in Tables 2 and 3 .
Study quality was variable (Table 3) . Scores ranged between six and 10 out of a maximum possible score of 11. Weaknesses included not adequately describing the context for the study and not stating if data analysis involved more than one researcher.
Overall themes
Perhaps not surprisingly given the stated aims of these investigations, the themes frequently identified in the studies highlighted participants' overall experiences of living with YOD (Table 4) . However, within this more specific themes were identified. These included difficult experiences associated with receiving a diagnosis of YOD, feeling 'too young' to have dementia, and changes in memory and capacity. The diagnosis and symptoms were seen as threatening participants' sense of self, their autonomy and their identity. Their experiences were made more challenging by other people's lack of understanding and the resultant sense of social isolation.
Line of argument
The diagnosis of dementia at a younger age disrupts the 'normal' life cycle and is 'out of time' with people's expectations and hopes. The diagnosis and the symptoms of YOD with associated losses in abilities lead to changes in self-identity and feelings of disempowerment or powerlessness. Changes in abilities and the stigma of dementia lead to losses and changes in social relationships and avoidance of others. This in turn leads to isolation and feelings of social exclusion. The loss of meaningful activity, often the result of losing their job, is particularly challenging for people with YOD. This and others' sometimes over-protective behaviour furthers disempowerment and social isolation. Some people with YOD cope with this by not disclosing their diagnosis and avoiding others which, in turn, exacerbates their social isolation. However, others with YOD opt to try and regain control by reviewing their lives and reconnecting with others. Being with others in similar situations can be a very important means of support (Table 5) . Overall, for these reasons, people with YOD face unique social challenges which arguably go beyond those of people with later onset dementia and result in an even more negative impact on their lives [32] .
Discussion
The relatively young age of the person with YOD is critical to their experiences. Their age means the diagnosis is much less expected than for older people. This has two main ramifications. Firstly, as it is unexpected, it makes obtaining a diagnosis especially difficult and means that at times the concerns of people with YOD are dismissed by professionals causing anxiety and frustration. Secondly, it also means that others are less likely to understand what the diagnosis means adding to their frustration, and sometimes resulting in social isolation. This difficult situation is compounded by lost or reduced abilities and the associated reductions in meaningful activity. This has huge implications for their sense of agency and self-worth and is strongly associated with disempowerment. Being with others with YOD was suggested by some authors as particularly valuable here.
The participants in these studies faced many challenges and had found the process of diagnosis and coming to terms with their reduced abilities very difficult. Many identified a sense of loss of agency which related both to reduced abilities and to others' at times over-protective behaviour which often led to feeling disempowered. However, there was a strong sense that people with YOD did not believe that a dementia diagnosis meant their lives were over [17] . Many wanted to stay engaged with others, to take part in meaningful activity and to be included in society. In short, they wanted to be treated as 'normal human beings' [20] .
There were several, perhaps surprising, features of the findings in this review. Firstly, the financial implications of loss of employment in those with YOD have been highlighted in the past [2, 16] but were seldom highlighted here. Indeed the focus here appeared to be on loss of meaningful activity, disempowerment and reduced social contact after job losses, rather than financial concerns. Similarly, there was little focus on the impact of the diagnosis of YOD on others. Other research, often from the perspectives of families, has highlighted this, particularly the effect on partners and children [15] . Possible explanations for not identifying this here include the focus on the experiences of the person with dementia or perhaps the reduced insight or empathy often associated with people with dementia [39] . Either way, these are areas for further specific exploration.
Review strengths and limitations
The review's strengths include its robust and reproducible search strategy, and rigorous assessment of the included studies methodological quality [31] . However, it was limited by not searching the grey literature and only including studies published in English, potentially missing research exploring the experiences of people with YOD from non-English speaking cultures. Nonetheless, the findings help to further our knowledge surrounding the experiences specific to people living with YOD and highlight where areas of support could be increased. Loss of meaningful activity has a negative impact on their sense of self [33] , purpose & role fulfilment [16] . Keeping up with activities can help maintain a positive identity [17] Restrictions in activities increase their dependence on others [34] . 
Conclusions, service implications and future research
Although they have much in common with people diagnosed with dementia in later life, people with YOD have additional challenges. Receiving a diagnosis of dementia is a difficult process for anyone but is arguably even harder for those with YOD. Not only is obtaining a diagnosis more challenging for younger people but it also feels particularly unexpected and out of time with their biography both to them and those who know them. Particular care needs to be taken by clinicians in explaining the diagnosis both to the person with YOD and their families. Negative reactions and lack of understanding by others, including employers, mean that people with YOD may avoid social contact. Combined with loss of interaction with others through loss of employment this can result in social isolation and social exclusion. Several authors here highlighted the value of peer support [20, 32] either from others with YOD or more generally others with dementia. There is evidence that peer support can benefit family or informal carers [40] but this suggests that research focussing solely of the impact of peer support specifically on those with YOD and their family carers is warranted. In addition, all the studies here were cross-sectional and longitudinal research is also needed perhaps focussing on dyads rather than people with YOD and their carers separately.
The voluntary sector may be able to play an important role here. In the UK and elsewhere, there has been a relatively recent interest in peer support offered in the voluntary sector both for people with long term conditions and their family carers. This interest may be, in part, because it can avoid medicalising the condition [41] which is perhaps particularly pertinent for people with YOD. Studies included here suggest that people with YOD may enjoy and benefit from interacting with others with YOD and with people such as their carers who are well placed to understand their situation and challenges. In addition, there may be a role for the voluntary sector to support work-based interventions for people with YOD to allow meaningful activity to continue as long as possible [22] . Programmes that offer people with YOD opportunities to be involved in such activities can increase their self-worth [22] but also allow both the person with YOD and their families to continue to feel 'normal'. It may also simultaneously provide a break for the family carer.
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